The purpose of this naturalistic inquiry was to describe the experience of living with HIV infection in rural Alberta, Canada. Although the urban HIV epidemic has been well researched, the virus continues its spread into more remote populations where there is a need to understand and address its impact. Affected rural residents form a diverse and marginalized group that includes women, Aboriginal peoples, immigrants, injecting drug users, and men who have sex with men, yet there are few data available to inform appropriate health and social services and practice. A number of factors, such as stigma, invisibility, isolation, confidentiality, poverty, and risk behaviours, contribute to the rural experience, but have not been clearly explicated in the literature. This study was conducted in order to better understand the perceptions of health in a rural setting, the processes involved in accessing care, the challenges and benefits associated with rural life, and the relationship between personal beliefs and values and the nature of the disease.
Introduction
The purpose of this qualitative study was to explore the experience of living with HIV and AIDS in rural Alberta, a prairie province in Western Canada. The research was inspired by interest in and concern about perceived gaps in knowledge about the complex issues associated with this disease for HIV-seropositive rural dwellers. The HIV epidemic in North America, along with a large volume of research activity, was initially confined to large urban centres where the virus spread rapidly through the population of men who have sex with men (MSM) during the 1980s. In the early 1990s, the virus extended its reach into other settings and sub-groups of the population. Notable trends over the last decade include climbing infection rates among women 1 
and disproportionate representation by
Aboriginal persons 2 and immigrants (particularly women of childbearing age) from countries in which the disease is endemic 3, 4 . Many of these individuals reside in, or are recruited for, specific employment (eg agricultural industry) to small towns and rural areas of Alberta. As the pattern and distribution of the illness undergoes these shifts, it is important to examine the consequences for those individuals and communities who experience them firsthand.
Unfortunately, few Canadian data are available that describe trends associated with the spread of the infection to rural areas, or characteristics of life with HIV in such regions.
However, it is recognized that high rates of mobility of Aboriginal persons between urban and rural areas increases the vulnerability of more remote communities 5 . Health Canada 3 reported that some risk behaviours, particularly those related to injecting drug use, are more prevalent in rural areas than in urban ones. Invisibility, isolation, and stigma are common in rural regions of Canada, and concerns related to confidentiality have a major impact on access to healthcare services 6 .
In the USA, there is acknowledgement of the increasing impact of the epidemic in rural areas 7 . Contributing factors include higher levels of poverty, lack of psychosocial support systems, inexperienced caregivers, vast geographic distances to obtain services, and perceived lack of tolerance for diversity in rural areas [8] [9] [10] [11] . Most HIV-seropositive people in rural areas of the USA tend to be young, non-white, female, and living in poverty, and the majority contract the disease through heterosexual behaviours 12, 13 , making this population very different from its urban counterpart. Furthermore, the first author's experience as a volunteer with an AIDS service organization that serves a small Alberta city and the surrounding ranching and agricultural region, indicates that many rural-born MSM return to their rural roots after years of urban living. Thus, the population of HIV-affected individuals who reside in rural areas is diverse.
The unique array of and interactions among influences on rural life and health combine to ensure that the issues associated with HIV disease in such settings are multifaceted and must be addressed comprehensively in order to promote the wellbeing of this population. This exploratory study was conducted in order to contribute to our knowledge and understanding of this complex public health challenge.
Method
The general objective of the study was to examine the experiences of individuals who live with HIV infection and/or AIDS in a rural context. Understanding of perceptions of health and rurality, the processes involved in seeking and receiving of care, the relationship between personal beliefs about health and life and the life-limiting nature of the disease was also sought.
A naturalistic inquiry approach was used in order to gain understanding of the meanings and realities ascribed by the research participants to the events and experiences of their lives 14 . Entry into the HIV-seropositive community was facilitated by the first author's volunteer work with an HIV/AIDS agency that served a largely rural population.
After ethical approval was obtained through the University of Calgary, other HIV/AIDS agencies also agreed to recruit participants. Data were collected through face-to-face or telephone interviews which lasted from 60 to 100 min and were audiotaped for later verbatim transcription. Field notes and a reflective journal were maintained throughout the research process. In addition, letters, poetry, and other documents were offered by participants and served to enrich the data, which were analyzed using the constant comparative method.
Participants
A purposive sampling technique was used to recruit participants from Alberta communities outside of Census Metropolitan Areas (CMA), which are defined as municipalities with an urban core of at least 100 000 people 15 . Included were people who resided in locations not served by public transportation and who had to travel at least 10 km to reach the AIDS agency office and/or more than 100 km to reach a specialized HIV clinic and medical services. Initially, interviews were conducted with four individuals who were HIV-seropositive and living in rural locations. The three men identified themselves as belonging to the risk categories of MSM (Len and David) or injecting drug users (Jack), and were between the ages of 36 and 58. (The names of all participants have been changed).
A 34-year-old woman (Kate) acquired the disease through blood products transfused during surgery in Central America, prior to moving to Canada. Because the goal of the study was to understand the experience of living with HIV, a woman (Leanne) who had been the primary caregiver for her brother during his illness and death from AIDS and alcohol abuse was also interviewed. In order to expand our understanding of the challenges associated with rural life, we included as participants two individuals (Brian and Ray) who had lived in rural areas but had since moved to large urban settings following a diagnosis of HIV. Following conversations with them, we returned to some of the rural participants to discuss the themes that had emerged from the urban residents. We also met with some of the AIDS agency workers at different points during the process to hear their perceptions of rural clients' experiences. By travelling in this circular and reiterative fashion, we were satisfied that the data were sufficiently saturated. Trustworthiness was further ensured through prolonged engagement with participants, member checking, and the conduct of confirmability audits by colleagues who were not involved in the study.
Results
The experience of living with HIV was described by These challenges are not unusual for many people who live with HIV; however, the participants believed that as rural residents their decisions were complicated by difficulty accessing services to support their choices, as well as by concern about the reactions of their communities should the diagnosis become public knowledge.
Health
Health was defined by participants as the ability to carry on with life, to care for oneself, and to remain independent.
Quality of life was an important dimension and represented engaging in pleasurable activities and hobbies as well as taking responsibility for one's self and dependants. It was determined in part by the extent to which the individual could accommodate the limitations imposed by the disease, given in part the perception of barriers associated with life in a rural setting. Acceptances of the illness, along with determination to move forward, were essential strategies for achieving health.
Choices for living
This domain comprised initial efforts to incorporate HIV As participants accommodated their new realities, they acknowledged that the decisions they needed to make would affect the quality and length of their lives. These choices were complicated by the challenges of living in rural settings where many services were unavailable or inadequate and were accompanied by requirements for financial and other scarce resources.
Creating community
This domain represented another level in the participants' progress toward health. Identifying personal needs for supportive relationships frequently began after acute medical concerns had been addressed. Some individuals chose to share the news with friends or family, while others kept it to themselves. Increasing awareness of the implications of his illness and the need to make changes prompted David to share his concerns with a family member:
It was the time that I was, things were, everything was going wrong for me. I was like, I was really quite sick . . . to the point I was even suicidal and whatever, everything was going wrong for me. And I knew that. And I guess it was my reaching out for help from my sister, I kind of let her know that things are not going great for me. adolescence, then they tended to feel that they had 'come home' when they made the choice to return to a rural area. In contrast, after an unhappy adolescence in a small community, Ray chose to find a new home in the city, even though he found the city to be a dangerous place in some ways. Not only was his recovery from drug addiction enhanced through membership in Alcoholics Anonymous, he also was able to take advantage of support from other gay men in similar circumstances. He felt that his comfort level in the city was much higher than it would have been in a rural area. Brian also preferred city living and sought support from friends and the AIDS agency. He avoided going back to his home town, requesting instead that family members come to the city to visit him.
For David, years of living in a succession of cities had made him miserable. By returning to a rural setting, he created a healing environment for himself. He found that his health status improved dramatically following his move and this he attributes to his decision to relocate: It's sort of like they come home to die, that idea. They want to be around their families again, they want to make some peace maybe, they're tired of the hustle and bustle of the life that got them where they are, they feel some anger sometimes towards the big cities, 'if only I'd come home sooner, maybe this wouldn't have happened'. The potential for engaging in relationships and the factors to be considered in making a decision around this issue preoccupied many of the participants. The isolation of rural living was acknowledged by all participants and was carefully weighed as they chose where to reside. Another concern was the possibility that a person with HIV would be less desirable to someone looking for a companion or partner. Len perceived that some people avoided becoming involved with someone whose life expectancy was uncertain, and he worried that the number of individuals willing to befriend him would be severely limited in his small village. 
Barriers and challenges
Participants spoke at length about the difficulties and frustrations they had faced in the past or that they anticipated having to overcome in the future. One of the most frequently mentioned issues concerned aspects of the healthcare system. Awareness of gaps in public health care grew as individuals and families attempted to negotiate the health care bureaucracy, only to find that services were wanting.
The inability of clinicians to assist Mark with his complex health problems; home care nurses who addressed Kate's physical needs only and who were unable to provide comprehensive services in rural areas; and Len's experience of driving miles to an outpatient department every 4 hours for a simple respiratory treatment that could have been done at home, were all factors that contributed to a lack of faith in the healthcare system. There was frustration about a dearth of knowledge on the part of some hospital and home-care staff who were completely unaware of the needs of and care for people with HIV, and about strategies to protect themselves from infection. Family members had to arrange for healthcare employee education sessions so that that loved ones would be assured of at least minimum levels of competence among the staff. Several participants suggested that when the time came that they were unable to meet their own needs, they would prefer to die rather than be dependent on a system perceived to be uncertain and unreliable.
Rural residents agreed that physicians often lacked knowledge about HIV and AIDS treatments, but reported that prompt steps were usually taken to consult with specialists or AIDS agencies. There was concern that physicians relied at times on their patients for the latest research about treatments, resulting in feelings of unease and apprehension by participants. Most individuals had to travel long distances to attend HIV clinics and found the expectations of staff to be unrealistic and, at times, insensitive (eg expecting clients to complete a three-hour drive in time for an 8.30 am appointment). Len's requests that blood be drawn in his home community and forwarded to the provincial laboratory were declined due to the complicated arrangements associated with transporting 'dangerous substances'. He finally chose not to monitor his disease. Kate's husband had to take a day off work to take her to the clinic located 150 km away, resulting in a significant loss of wages and contributing to Kate's sense of being a burden to her family.
Most participants expressed concern about confidentiality with regard to healthcare services in a small town. There was a sense that the risk of intentional confidentiality breaches Another huge barrier to living well with HIV resulted from society's attitude toward the disease and the people who contracted it. The gay men in the study had been subjected to discrimination and violence for most of their lives because of sexual orientation, and they were certain that this hostility and lack of tolerance interfered with their abilities to gain access to the care and support necessary to achieve health.
The emotional cost of concealing and pretending was overwhelming to these men and resulted in great pain. All of the substance-abusing participants were convinced that their coping strategies developed as a result of the pain and abuse they had suffered for most of their lives, and that perhaps these same strategies had led to infection with HIV. health may not be the first priority for a population that is coping with more pressing day-to-day issues 18 .
The ability to accept and adapt to isolation and distance is another characteristic of rural residents 19 . Great value is placed on self-reliance, as was apparent in the participants in this study. There was a tendency to comply with standard instructions provided by healthcare providers, or to avoid the intervention altogether, rather than to advocate for strategies relevant to their own situations. Healthcare providers must be prepared to adapt usual protocols to meet the needs of clients, and to monitor closely their progress to ensure that the extra effort required of individuals is not overwhelming the resources available to them. In addition, because rural communities are often perceived as 'fishbowls', it is critical that strict attention be paid to the need for privacy and confidentiality 20 . Several authors have reported that the difficulty associated with maintaining confidentiality in rural areas is particularly problematic 21 ; the issue becomes more critical when the stigma of HIV is included in the equation [22] [23] [24] . Healthcare providers must provide leadership in striking a balance between human rights, tolerance, and nurturing caring attitudes within the community. members. We hope that this study will contribute to that quest for greater understanding.
